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Take Home Messages 

 The maturity of a field will determine the data sharing 
mechanisms that have a chance to work. 

 Young fields often need a “nudge” from either the 
government, the journals, or both 

 If there is any possibility of  a subject participating in 
experiments in different labs, a GUID should be used. 

 If the data sharing infrastructure is not easy for the 
investigators to use, they won’t. 
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National Database for Autism Research (NDAR) 

 Joint initiative supported by NIMH, NICHD, NINDS, and 
NIEHS and the NIH Center for Information Technology 
 Federally controlled system  
 Organizationally NDAR resides in the NIMH Office of 

Technology Development and Coordination  
 Data access committee is made up of NIH Program 

Officers/Human Subjects Experts 
 Trans-NIH program officer advisory committee 
 Relevant ICDs act as the Board of Governors for the project 

 Begun in late 2006  
 First data received in 2008 (NIH ACEs)  
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 Global Unique Identifier (GUID) – universal subject ID 
 Data Dictionary – flexible framework for harmonizing 

data across studies and institutions 
 Data Sharing Regimen – community and NIH input 
 Federation – deep linkage to other relevant repositories 

NDAR Implementation:  
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NDAR Data Dictionary 

 Flexible and extensible framework for data 
definition 

  200+ instruments, image definitions, genomics 
defined  
 29,000+ unique data elements and growing 
 A research community platform for defining the 

complex language characterizing autism research 
 Clinical 
 Genomics/Proteomics  
 Imaging Modalities 
 Eye Tracking  

 Accommodates any data type and data structure 
 Extended and enhanced by the ASD research 

community 
 Curated by NDAR 
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Link to Data 

Publications 

Summary Data 
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Data Definition (200+) 
Detail Definition 

NDAR Data Dictionary 
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The REDCap Consortium is comprised of 307 active 
institutional partners from CTSA, GCRC, RCMI and 
other institutions, and it supports a secure web application 
(REDCap) designed exclusively to support data capture for 
research studies. The REDCap application allows users to 
build and manage online surveys and databases quickly 
and securely, and is currently in production use or 
development build-status for more than 25,010 studies 
with over 36,140 end-users spanning numerous research 
focus areas across the consortium. 
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Link to Publication 

Link to Data 
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 Global Unique Identifier (GUID) – universal subject ID 
 Data Dictionary – flexible framework for harmonizing 

data across studies and institutions 
 Data Sharing Regimen – community and NIH input 
 Federation – deep linkage to other relevant repositories 

NDAR Implementation:  
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Data Sharing Regime 
 Policies, procedures, & agreements 

 NDAR Policy  
 Data Submission Agreement  
 Data Access Agreement  
 NDAR Standard Operating Procedures  
 NDAR Data Federation MOU 

 Data sharing expectations in FOAs 
 PA-10-158 R01s for ASD Research 
 PA-10-159 R03s for ASD Research 
 PA-10-160 R21s for ASD Research 
 Other RFAs 

 Cost model for data sharing expected with applications  
 Data sharing terms included in the terms of award 

 Descriptive (clinical, baseline, structural MRI, raw genomics/proteomics)  
 Submitted every six months – shared 4 months later  

 Experimental (all other non-identifying data) 
 End of grant + 1 year or publication of primary objectives 

 

http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Policy.pdf
http://ndar.nih.gov/ndarpublicweb/sharing.go
http://ndar.nih.gov/ndarpublicweb/sharing.go
http://ndar.nih.gov/ndarpublicweb/policies.go
http://grants.nih.gov/grants/guide/pa-files/PA-10-158.html
http://grants.nih.gov/grants/guide/pa-files/PA-10-159.html
http://grants.nih.gov/grants/guide/pa-files/PA-10-160.html
http://ndar.nih.gov/ndarpublicweb/Documents/NDAR_Data_Submission_Costs.xls
http://ndar.nih.gov/ndarpublicweb/standards.go
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 Global Unique Identifier (GUID) – universal subject ID 
 Data Dictionary – flexible framework for harmonizing 

data across studies and institutions 
 Data Sharing Regimen – community and NIH input 
 Federation – deep linkage to other relevant repositories 

NDAR Implementation:  
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Take Home Messages 

 The maturity of a field will determine the data sharing 
mechanisms that have a chance to work. 

 Young fields often need a “nudge” from either the 
government, the journals, or both 

 If there is any possibility of  a subject participating in 
experiments in different labs, a GUID should be used. 

 If the data sharing infrastructure is not easy for the 
investigators to use, they won’t. 
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Contact Information  

 Web site:  http://ndar.nih.gov  
 Email: ndarhelp@mail.nih.gov or halldan@mail.nih.gov  
 Watch Short Video Tutorials at: 

http://ndar.nih.gov/ndarpublicweb/training.go  
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